N ow, at the end of this century, I find myself obligated, both as a citizen and as Editor of this Journal, to voice and face some difficult and disturbing questions about palliative care in Canada. I hear these questions reverberating through the days and nights of fellow human beings who live or die in distress, pain, and suffering. These questions are directed to all human beings, but they are directed with particular intensity to those of us who think we are working for the improvement and extension of palliative care and medicine. Although Canada is the centre of attention in this editorial, I would be astounded if similar questions should not be asked in other countries throughout the world. I will concentrate on Canada because I find it difficult to think of the whole world all at once.
How Do the Poor Die?
This question is about the poorest of the poor, not only about those who chronically have very little money, but even more so about those afflicted with the deeper level of poverty of never really having a place in society. If our question echoes Tolstoy's, it cannot be answered with Aries' response. Tolstoy once asked: 11 And the mujiks (peasants)? How do the mujiks die?" (1) . To answer that question, Philippe Aries borrowed from Solzhenitzen's Cancer Ward a description of how older folk used to die. They supposedly prepared themselves quietly and departed easily, "as if they were just moving into a new house" (2, 3) .
This, though, is not the way the poorest of the poor die today. How could their dying ever be like "just moving into a new house" when, after losses of job, money, friends, family, and home, many die just where they have lived during their last days -on the street or in a cheap room, largely alone, and above all not in a home?
There are probably not too many of us working in well-organized hospices and pallia-tive care programs who have any extensive first-hand experience of how the poorest of the poor, of how those who are socially utterly marginalized, live and die. We assume the existence, however modest, of an organized life; of a place of work, of a home, of an address, of a phone and other means of communication; of a network of contacts, including family, friends, neighbors, and acquaintances who can help us when we can no longer help ourselves. But how can persons bereft of all of these normal connections, adrift out there in the shadows of the city, ever find their way, particularly when they are very sick and dying, into that space we call humanity?
How do the poorest of the poor die? Do we really want to know? That knowledge could be very disturbing, loaded as it might well be with imperatives for action. It could also be accusatory knowledge if those of us "in the know" do nothing to mobilize lethargic ministries, governments, health care institutions, and professional schools to develop and organize the services the poorest of the poor need, to have a chance of dying well. But the imperatives cannot stop there. It would be humanly and socially grotesque if our passion for the poor stopped at helping them to die well.
If the end of this century is question period time, the question of how the poor both live and die has to be raised clearly, loudly, and persistently.
Are We Really Serious About Home Care of the Dying?
Dying at home, as already emphasized in an earlier editorial in this Journal (4) , is by itself no guarantee of dying in peace and dignity. Palliative care in the home can turn into a nightmare if that care is not guided and supported by persons with the highest professional knowledge and skills of palliative medicine and nursing. Attempts to care for the very sick and the dying at home, if unsupported by ad-equate and timely professional and financial resources, can drive both a dying person and surrounding family from coping, courage, and holding-together into chaos and hopelessness.
Dr. Neil MacDonald has rightly implied that palliative care in the home is not achieved or assured by some magical ministerial snap of the fingers:
Family members are often dispersed, and all may be employed outside the home. For those who do become home caregivers, the technical responsibilities are often awesome and expensive; ... setting up a "hospital in the home" places unique demands on family members, who must be trained to carry out unfamiliar and complex tasks, which they may find frightening because of the possibility of making a mistake. Balancing conflicting demands can lead the caregiver into a state of exhaustion or anxiety (5) .
Last year, in this Journal's thematic issue on home care, Carmelita MacNeil and colleagues described how people from all over the world, who wanted to learn and perfect their palliative care skills, joined the home care nurses of the McGill University and Royal Victoria Hospital Palliative Care Service on hundreds of visits over many years (6) . This hospital-based home care service for the dying and their families was closed in May, 1997.
Is this closure simply a single, isolated, and sad event or is it in this question period a resounding cause to ask vociferously if we are at all serious about palliative care in the home, or about palliative care, period?
Is Palliative Care Only for the Dying?
The first editorial of this Journal observed in 1985 that we must explore how the fundamental insights of a hospice and palliative care can be extended, perhaps by quite different methods and skills from those developed for the care of dying cancer patients, into other areas of human illness and suffering. The dying, as we know, are not the only ones who cannot be cured (7) .
It seems to be so difficult to obtain adequate treatment and relief for persons whose lives are rendered miserable by chronic pain of the joints, the neck, the back. Many of these persons bounce from rheumatologist, to physiatrist, to physiotherapist, and to the pharmacy. Quality of life is diminished, work can be a crushing experience if it is possible to work at all, and, with no end in sight, irritations and discouragement, if not depression, become the masters of a person's time.
One of the prime missions of palliative care and palliative medicine is to free people from the persistent pain that invades and fills the mind, a pain that leaves little or no space for the thoughts, feelings, and experience that give life its vibrancy and joy.
We started to learn several years ago, and we are still learning, how to diversify the development of the basic principles of palliative care and medicine into effective care for persons with advanced HIV disease. Geriatric palliative care has crossed the starting line. How much longer are we prepared to wait before mobilizing the research and services needed to bring relief to the thousands whose lives are tortured by non-malignant pain? That question deserves a fair share of time in this end-century question period.
What Ever Happened to the Palliative Care 2000 Recommendations?
Seven years ago an expert panel prepared a report, called Palliative Care 2000, for the Cancer 2000 Task Force. That report announced 117 recommendations, and Dr. John Scott, the chair of the expert panel, highlighted thirteen of these recommendations, as being major. I focus attention now on the following three of the thirteen recommendations:
• The development of at least sixteen regional palliative care centres in Canada to act as teaching, research, and consultation units for an entire health region and to act as a base for specialized palliative home care. • The development of a compulsory and tested palliative care curriculum in all health care professional schools. • The development of palliative care as a certified specialty in both nursing and medicine (8) .
I emphasize these three recommendations because they express sinequa non conditions for the survival and betterment and extension of palliative care in Canada. The report warned that most palliative care programs in Canada have not developed the critical mass required for effective scholarship, research, and regional consultation. Now during the end-century question period I feel ashamed to have to ask if these programs will ever develop that critical mass. I have to ask this question because I do not know the answers to the following closing questions.
Who Will Replace Our Valiant Aging Leaders?
I invite readers knowledgeable about palliative care in Canada to ask themselves the following questions. Who have been the seven major leaders in palliative care and medicine in Canada over the last twenty-five years? How many of these leaders still resident in Canada will have the strength over the next five years to mount the Herculean efforts needed to implement the Palliative Care 2000 recommendations that are essential for the survival and expansion of Palliative Care in Canada? Who and where are the new young leaders of palliative care in Canada? Are we creating the conditions for their appearance?
I can quite confidently answer the first two of these four questions. I close this editorial with the confession that I am quite at a loss as to how to answer the third and fourth.
Words of thanks
Like to the lark at break of day arising Come in a rush to mind When we think of this man so kind Who, again this year With surpassing generosity Has laid our insecurities to rest
